Janelle Greenlee
Email: janelle@stopcmv.org
Congenital cytomegalovirus (cCMV) is the most common viral and infectious cause of disabilities to newborn babies.
It can cause sensorineural hearing loss and deafness, cerebral palsy, verbal, oral and motor dyspraxia, global developmental delay, microcephaly, feeding issues requiring a gastrostomy tube, intellectual disabilities, epilepsy, blindness and death. There are also children with cCMV who are on the autism spectrum however studies have yet to be carried out in this area. For the rest of the family the consequences of cCMV are life changing. Additional pressure on families, separation and divorces between parents, financial hardship, health issues such as anxiety, depression and chronic back problems are just a few examples. Siblings can often find themselves in carer roles, they will often have less time with their parents and are also at risk of having their own health issues such as anxiety.
Cytomegalovirus (CMV) is called a stealth virus for good reason. So many people often carry the virus without ever feeling the effects of it. Despite this CMV can be devastating to anyone with a weakened immune system. The surreptitiousness of the virus is also evident in the fact that often parents won't be aware that their baby has had the virus until they are diagnosed with a disability after they are born.
Ironically this is usually a time in our lives which we expect to be one of the most beautiful -welcoming a new life into the world. Instead families can feel as if their lives have been turned completely upside down and violently shaken. Shattering everything we thought we knew into thousands of pieces which we are then left to try and put back together as best we can.
Some families mourn a miscarriage, others a still birth, and then there are others who might get a day or two with their babies before they die. For many of the more fragile children and their families there are a lot of hospital stays. These families live with the constant and unrelenting fear of not knowing how long their children have.
They are the bravest people I know.
For those of us who have not lost our babies we know how lucky we are but our norm becomes filled with appointments with all sorts of early intervention therapists and medical specialists including Audiologists, ENTs, Paediatricians, Neurologists, Psychologists, Ophthalmologists, Infectious disease specialists, Gastroenterologists, Occupational Therapists, Physiotherapists, Audio Verbal Therapists, Speech Therapists, Special needs educators, Counsellors and Social Workers. We become case co-ordinators and fierce advocates for our children, cochlear implant trackers and under the direction of our children's therapists we also get pretty good with different types of therapy and special education. This becomes our main job, although it is not a job any of us would choose.
The specialists we see for our children do not have a crystal ball and so usually there are not many answers that can be given but our questions and fears are relentless, particularly in the first few years. will always wish that we had been given the opportunity to reduce our risk of contracting CMV by adhering to a few behaviour modifications while pregnant. We missed a 50% chance of preventing our children from having congenital CMV. I look forward to one day celebrating the implementation of a successful vaccine. Until then however I believe it is everyone's responsibility to make sure that all woman are counselled about congenital CMV before pregnancy.
As the Hippocratic Oath says: 'I will prevent disease when ever I can, for prevention is preferable to cure.' www.cmv.org.au
The real story of congenital cytomegalovirus Over the months and years, you may also experience grief, shame, anger, and depression. You may wonder why other parents and medical professionals didn't sound their voices louder to warn you to possibly spare you and your child.
Fortunately, you are only asked to imagine this as an experience in your life and in your child's life.
As a parent of twins born with congenital CMV, I can attest to you that the disease burden of congenital CMV is profound and very real.
While emerging research is giving us great insights into the epidemiology, prevention, diagnosis, and treatment of congenital CMV, the true and lasting impact of this virus is felt day after day in families the world over. Whether children are born mildly or severely affected by CMV, they, as well as their families, deserve a public health outcry and development of sound professional and government policy to help stop CMV.
-Janelle Greenlee
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I started the association in the hope that other parents won't feel as alone as I did when William was diagnosed and also to raise awareness about CMV so that other parents can have an opportunity I didn't, to minimise their risk of contracting the virus and giving it to their unborn babies.
Janelle Greenlee is the founding president of Stop CMV, the world's largest all-volunteer organisation dedicated to CMV. Comprised of families, friends, and medical professionals personally affected by CMV, the mission of Stop CMV is to prevent and eliminate congenital CMV and to improve the lives of all people affected by congenital CMV.
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